

National Niemann-Pick Disease Foundation, Inc.

Nadine M. Hill,  Director of Family Services
P.O. Box 49; 401 Madison Avenue, Suite B

Fort Atkinson, WI  53538

Toll Free:  1-877-287-3672

Phone:  (920) 563-0930; Fax: (920) 563-0931

Email:  nnpdf@idcnet.com
 Web Site: www.nnpdf.org
Genetic testing resources, metabolic clinical referrals and ongoing clinical trials:
Contact: Nadine Hill (above)


Additional Resources for
Information and Support

National Tay-Sachs & Allied Diseases Assoc., Inc.
2001 Beacon Street, Suite 204
Boston, MA  02135
Toll Free: 1-800-906-8723; 

Phone: (617) 277-4463 

Email: info@ntsad.org 

Web Site: www.ntsad.org
Genetic Alliance
4301 Connecticut Avenue, NW, Suite 404

Washington, DC  20008

Phone: (202) 966-5557

Email: info@geneticalliance.org
Web site: www.geneticalliance.org 

National Organization for Rare Disorders
55 Kenosia Avenue; PO Box 1968
Danbury, CT  06813-1968
Toll Free: 1-800-999-6673 (voicemail only)
TDD Number: (203) 797-9590; (203) 744-0100
Fax: (203) 798-2291

Email:  orphan@rarediseases.org 

Web Site: www.rarediseases.org    
Additional Research-focused Foundations
Ara Parseghian Medical Research Foundation (APMRF)
www.parseghian.org
Dana’s Angels Research Trust: www.danasangels.org
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Niemann-Pick Disease Type C -Medical 
Dr. Marc C. Patterson, M.D.
Chair, Div. of Child & Adolescent Neurology
Mayo Clinic, Department of Neurology

200 First Street SW

Rochester, MN  55905

Phone: (507) 284-4333; Fax: (507) 284-0727

       Email: patterson.marc@mayo.edu 

Mount Sinai International Center for 
Types A and B Niemann-Pick Disease 
Web site: www.mssm.edu/niemann-pick/

Dr. Edward H. Schuchman, Ph.D.
Director, Intl. Ctr. for Types A & B NPD
Mount Sinai School of Medicine

1425 Madison Ave., Rm. 14-20A

New York, NY  10029

Phone: (212) 659-6711; Fax: (212) 849-2447

Email:  edward.schuchman@mssm.edu 

Melissa Wasserstein, M.D.
Medical Director, Intl. Ctr. for Types A & B NPD
Mount Sinai School of Medicine
One Gustave L. Levy Place, Box 1497
New York, NY  10029

Phone:  (212) 241-2478; Fax: (212) 860-3316
Email:  melissa.wasserstein@mssm.edu
Dana Doheny, M.S., C.G.C.
Certified Genetic Counselor
Department of Genetics and Genomic Sciences

Mount Sinai School of Medicine

1425 Madison Avenue, Rm. 14-75A

New York, NY 10029 

Phone: (212) 659-6779

Email: dana.doheny@mssm.edu
International NPD Foundations

Canada ~ Canadian Chapter of the NNPDF
Chair: Tammy Vaughan ~ www.nnpdf.ca 

France ~ Aide aux Familles de Niemann-Pick
Web Site: http://www.vml-asso.org  

Germany ~ Niemann-Pick Selbsthilfegruppe
Web Site: http://www.niemann-pick.de/  

Italy ~ Associazione Italiana Niemann Pick

Web Site:  www.niemannpick. org
Spain ~ Fundacion Niemann-Pick de Espana
Web Site: http://www.fnp.es 
United Kingdom ~ Niemann-Pick Disease Group (UK) Web Site: www.niemannpick.org.uk
Niemann-Pick Disease Resources








